Background Poor recognition of and response to acute illness in hospitalized patients continues to cause significant harm despite the implementation of safety strategies such as early warning scores. Patients and their relatives may be able to contribute to their own safety by speaking up about changes in condition, but little is known about the factors that influence this. This study examined the experiences and views of patients and their relatives to determine the potential for involvement in promoting their own safety.
Abstract
Background Poor recognition of and response to acute illness in hospitalized patients continues to cause significant harm despite the implementation of safety strategies such as early warning scores. Patients and their relatives may be able to contribute to their own safety by speaking up about changes in condition, but little is known about the factors that influence this. This study examined the experiences and views of patients and their relatives to determine the potential for involvement in promoting their own safety.
Methods This data set is drawn from a wider ethnographic study of the management of the acutely ill patient in hospital. Thirteen patients and seven relatives from two medical settings in two UK NHS Trusts were interviewed. Thematic analysis identified factors likely to influence patients' and their relatives' ability to contribute to the management of deterioration.
Results All patients interviewed had experienced their acute illness within the context of a long-term health problem. Speaking up was influenced by the ability to recognize changes in clinical condition, self-monitoring, confidence and trust, and culture and system of health care. When patients or relatives did raise concerns, health-care staff had a mediating effect on their comfort with and the effectiveness of speaking up.
Background
Current international policy emphasizes the increased involvement of patients and relatives in health care to improve services, and it has been suggested that increased patient and public involvement in safety strategies both at a policy level 1 and an individual level 2 could help prevent medical errors and adverse events. For patients receiving health care, these strategies include interventions that aim to promote involvement in safety-related behaviour [3] [4] [5] but there is debate about the appropriateness and effectiveness of such strategies with concern that they may unreasonably transfer responsibility for safety onto already disadvantaged patients 6 or their relatives. 7 Patients do not view involvement in different safety-related behaviours uniformly, and strategies that require patients to speak up or to challenge health-care professionals appear to be particularly problematic. 8, 9 A review of educational safety campaigns found that despite a positive attitude about engagement in safety, patients' willingness to act is not always reflected in their actual behaviour when confronted with a potential safety incident and that initiatives aimed at involving patients in safety must promote both complex behavioural change amongst patients and a cultural change in health-care institutions. 10 The management of acutely ill hospitalized patients is an important quality and safety priority internationally [11] [12] [13] with the potential to significantly reduce patient harm. 14 Early detection of physiological deterioration with rapid access to critical care services when appropriate is recognized as essential to improve outcomes for these patients, and a number of safety solutions have been developed to promote this including early warning scores (EWS) and critical care outreach teams (CCOT). 15 Despite the introduction of such tools in many NHS acute hospitals, 16 patients continue to suffer harm including avoidable deaths. [17] [18] [19] Strategies that facilitate patients' and relatives' involvement in the early detection of acute illness 20 have been proposed as a way in which patients and relatives may be able to contribute to their own safety, and the US Joint Commission standard for the management of deterioration recommends that all patients and their families should be informed about how to seek assistance if they have concerns about their condition. 21 However, there is no such recommendation in the UK, and the role of patients and relatives in managing deterioration has had little consideration in health-care planning here. 22 Research to date has focused on the role of health-care staff in recognizing and responding to the acutely ill patient 23 but it has been reported that patients or their relatives may recognize signs of their deteriorating condition before staff. 24 A safety strategy that facilitates patients speaking up has the potential to lead to earlier initiation of treatment, but there are also reports that health-care staff do not always respond appropriately to patients' and relatives' concerns with devastating consequences. 25, 26 One case of poor staff response in South Carolina, United States, led to the Lewis Blackman Patient Safety Act which requires hospitals to provide a mechanism whereby patients can access prompt assistance for resolution of medical care concerns. 27 This example of patient and public involvement leading to policy change is based on the assumption that a mechanism that would have been effective in an individual case will also be effective more widely but evidence to support this is lacking. Systems that incorporate family concern into the calling criteria for critical care rapid response teams have been associated with a reduction in respiratory arrests in children, [28] [29] [30] but the improvements in outcomes were related to the introduction of the whole system and not directly to intervention by families. Alternative strategies enable patients or families to call critical care services directly but the acceptability of these to patients and relatives is unclear with few calls made. 31, 32 High visibility of the CCOT on the general wards increased patients' and relatives' comfort level when calling the team but requires significant investment of resources. 33 Evaluation of strategies has focused on the appropriateness of calls that were made by patients or relatives but not on why calls were not made. Little is known about the experiences of patients who become acutely unwell and their relatives. Exploration of this may suggest ways in which resources can be directed most effectively.
This article reports our findings from a study investigating the experiences and views of patients whose condition had deteriorated whilst in hospital and of their relatives. We aimed to identify the barriers to, and facilitators of, patients and relatives speaking up about their worsening condition to determine the potential for increased involvement of patients and relatives in safety strategies. This was part of a wider study looking at the use of safety tools by health-care staff in acute medicine and maternity care in two urban acute NHS hospitals. 34 
Methods

Data collection
The data reported here were collected as part of a larger ethnographic study of the implementation of safety tools used in the management of acute illness in hospital. 34 Patients and relatives were recruited to explore their experiences of becoming acutely unwell or developing complications in hospital, and participants took part in semistructured interviews to examine this. Interviews were conducted over a period of 12 months from February 2010 to February 2011 with a focus on patients discharged home from one acute medical ward in each of two urban acute NHS hospitals. One hospital had implemented an EWS to help identify patients showing early signs of acute illness, and the other had both an EWS and a CCOT composed of critical care nurses to enable prompt access to critical care expertise. Patients' or relatives' concerns were not included in either EWS and they could not self-refer to the CCOT. One ward specialized in patients with diabetes and one those with respiratory conditions. Purposive sampling 35 aimed to recruit a spread of patients who had experienced a stepup in their care, ranging from those who had had a life-threatening event requiring transfer to intensive or high dependency care to those who experienced a relatively minor complication or worsening of clinical condition that was successfully managed on the ward. This sampling aimed to identify patients who had had diverse experiences of acute illness as there was a possibility that the degree of patient involvement in care was associated with the severity of deterioration. We aimed to recruit eight patients from each study site to explore this. Eligible patients were identified from discharge summaries at both hospitals and from referrals to the CCOT in one. Patients and relatives who were unwilling, cognitively or physically unable to participate in an interview or too distressed were excluded from the study. Patients with a new diagnosis of a terminal illness and relatives of patients who had died were also excluded. Participants were able to withdraw from the study at any time.
Patients were contacted by telephone and those agreeing to participate in the study were sent an information leaflet and contacted at least 1 week later to arrange an interview. Patients were invited to identify a relative who they thought might wish to contribute to the study. Relatives were also welcomed to be present in interviews as support to patients as all were recovering from acute illness. Some patients identified friends or informal carers to participate, but we have used the term 'relative' throughout to encompass these significant relationships.
The interviewers took a narrative approach to elicit stories of acute illness and to encourage patients and relatives to reflect on their experiences and share their thoughts and feelings. 36 It has been suggested that this approach can enhance researchers' awareness of participants' perspectives and is appropriate when participants are potentially vulnerable due to their ill health. 37 Interviews started with a general question about the patient's experience in hospital with follow-up questions if needed to facilitate the story-telling process. The revised interview schedule is presented in Appendix 1. All interviews were conducted at the patients' home apart from with one relative who wished to be interviewed at work. Interviews were conducted by HR, an experienced nurse, and NM, an experienced social science researcher with a health-care background. Written consent was obtained prior to interviews, and the interviews were audio-taped and transcribed verbatim. NHS Research Ethics Committee approval was obtained (ref 08/ H0808/178).
Analysis
Directed content analysis 38 of interview data was used to identify common themes with transcripts initially read in full by all members of the team to gain an understanding of the patients' stories. Text relating to how the patient's deteriorating clinical condition was recognized, patients' and relatives' understandings of episodes of acute illness and speaking up was then highlighted and coded by HR. Initial coding was influenced by reviews that have highlighted both patient-related factors and health-care worker-related factors as important determinants of participation in safety strategies. 39, 40 However, these factors were interlinked throughout many accounts, and new codes were identified that encompass this. Coding was reviewed with KE, an experienced social scientist, and themes were identified that may explain why and when patients or relatives speak up about acute illness. Emerging themes were discussed and agreed at regular team meetings, and the project team reviewed all cases to ensure that each theme was fully explored. Early analysis was formally reviewed with the project team once half the interviews were complete, and early findings were presented to the Trusts for comment. The emerging themes were used to modify the interview schedule and inform subsequent interviews and analysis. The potential for any association between patient attributes and themes was considered during the analysis. Data were stored and managed using QSR NVivo 8.0 (www.qsrinternational.com).
Findings
Recruitment and interviews
Fourteen patients were recruited with 13 patients and seven relatives interviewed. Table 1 summarizes details of patient demographics, inclusion criteria and interviews. Thirty-four patients were approached and six were recruited from site A and eight from site B. Six patients chose to be interviewed with a relative present; one requested that we interview his relative alone as he had no recollection of the changes in his condition.
Fewer eligible patients were identified than anticipated.
Recruitment was therefore extended over 12 months. Recruitment from site A was suspended after 10 months because of a service reconfiguration leading to a change in patient characteristics. Of the 20 patients who declined to participate, 13 stated this was because they were undergoing further investigations or had continuing health problems.
Most of the acutely ill patients recruited were older people with a median age of 72 years (range, 50-85), and all participants spoke English. All had an underlying chronic illness and reported contact with community and hospital health-care providers over many years. The relatives that participated in interviews described close involvement in providing care to the patients at home and gave detailed accounts of the patients' health issues. Where patients found speaking difficult, relatives took a more prominent role in the interview process with patients' speaking when they wished to clarify or correct an account. The themes emerged from the data despite the differences in age, gender, ethnicity and place of escalation of care of the participants. Themes were not associated with study site, the severity of acute illness or the presence of relatives.
Factors that influence patients and relatives speaking up about becoming acutely ill
Patients and relatives described their experiences of acute illness within the context of living with chronic health conditions and many related their experiences at home to events in hospital. This provided insights into how patients experience and are able to respond to changes in clinical condition. Four themes emerged that influenced patients and relatives speaking up about acute illnessthe ability to recognize changes in clinical condition, selfmonitoring, confidence and trust, and culture and system of health care.
Ability to recognize changes in clinical condition
Many patients were unable to participate actively in the management of their acute illness due to limited ability to recognize the change in their clinical condition. Data to illustrate this theme are presented in Table 2 .
Some patients were unaware of their deterioration because of sensory impairment, either related to their underlying condition such as diabetic neuropathy preventing pain being felt from infected ulcers or because of pre-existing poor cognitive function. Others were unable to participate due to a reduced level of consciousness caused by their acute illness. These vulnerable patients were entirely dependent on others, either relatives or health-care staff, to detect and respond appropriately to changes in their clinical condition. Relatives of such patients described a responsibility to speak up on their behalf, and this is discussed in the section on self-monitoring below.
The presence or absence of symptoms was an important indicator of change in clinical condition for patients and relatives. They were unable to detect changes when no new symptoms ensued such as when a low platelet count was detected through a blood test before it could lead to further complications. However, even when symptoms were present, some patients and relatives were unsure of their significance and relied on health-care staff to identify that this was an indication of deterioration. This was partly because patients routinely experienced myriad symptoms related to their underlying chronic illness and contrasted with a patient who spoke up in an obvious emergency after witnessing another fall. Some patients and relatives described how previous experiences of acute illness helped them to identify symptoms that indicated that their condition was deteriorating. Advice from health-care staff was a valuable adjunct to personal experience, but some patients did not recall receiving this and were concerned that early signs of future illness would be missed.
The inability to recognize changes in clinical condition was a key factor that prevented patients and relatives speaking up about acute illness. Many of those interviewed had also not been aware of the severity of their illness so did not speak up.
Self-monitoring
Patients with chronic conditions and their relatives already undertake varying degrees of selfmonitoring to manage their condition at home and many described the symptoms that had led them to seek further help. It might be expected that active monitoring for changes in clinical condition by patients or relatives would increase detection of acute illness, but in hospital most reported a more passive role. Data to illustrate this theme are presented in Table 3 .
By patients
Health-care staff routinely performed all monitoring tasks, for example, staff measured blood sugar levels for diabetic patients even though such patients usually measured this themselves at home. This may be appropriate when patients are acutely unwell but reduced the opportunities for patients to be involved in their care. Only one patient described attempts to be fully involved in her own care but she reported that staff prioritized objective markers of illness above her own experience and felt that this contributed to her suffering further complications. This patient reported a number of instances when the response from staff to her concerns was poor leading to worsening symptoms and delays in treatment. She described how most nursing staff 'humoured' her involvement in her care rather than treating her as an equal partner and reported conflict with one nurse suggesting that not all welcomed this contribution.
Although most patients reported little involvement in monitoring their clinical condition, a further four reported speaking up to prevent medication errors suggesting that they were actively monitoring this more familiar aspect of their care. These patients were confident that they knew their own medications and were 'right' to speak up although again some reported a poor response from staff to their concerns.
By relatives
Relatives reported vigilance and advocacy on behalf of patients as a key part of their role Table 2 Data to illustrate 'ability to recognize changes in clinical condition' 'He took one look at it, and because it was all covered up, the whole of the foot, I had no way of knowing or seeing that these toes were all red and swollen, because being diabetic there's no feeling at all. Um … so he said, "Oh, I don't like the look of that,"' Patient 10 'I wouldn't have noticed it, because I would have just thought I was coughing for the … for the sake of it, sort of thing, you know. It was just one of them days when my and expressed concern for patients who do not have access to this support, but none recalled that their speaking up had led to earlier detection of acute illness. Some relatives had spoken up about symptoms and been reassured when staff took action to check their significance. One patient's relative found this helpful because although assessment did not result in an intervention, it did lead to explanations about symptoms. However, she also recalled an occasion when her assessment that her mother was not well enough to be discharged home was disregarded. Again this suggests that objective measures of acute illness (determined by staff) had more weight than relatives' subjective experience. When patients were unable to speak up due to cognitive impairment or the severity of the acute illness, their relatives described taking a greater role in monitoring care. Relatives were comfortable raising concerns, but some described delaysfor example describing the need to make appointments to discuss concerns rather than being able to resolve issues immediately.
Restricted visiting times, and work and family commitments meant that relatives were not always present at the bedside and this limited the opportunities for detection of changes in condition by relatives. Relatives commonly described staff giving them information about the patient's clinical condition rather than monitoring progress themselves and became anxious when they were unable to obtain this information from health-care staff over the phone. Qualitative study of acute illness, H Rainey et al.
Self-monitoring for changes in condition was rarely described by hospitalized patients and may not be welcomed by all staff. Relatives were often away from the bedside, which further limited the opportunities for detection of changes in condition by patients and relatives.
Confidence and trust
Confidence and trust was an important theme that emerged in relation to self-monitoring. Data to illustrate this are presented in Table 4 .
Many patients reported that they trusted the health-care staff who cared for them and this emerged particularly from the narratives of patients who rated their care highly. Patients were confident when they felt that their care was appropriate for their medical needs as evidenced by provision of correct medication, diet, fluids and help with personal care but were less able to assess the quality of medical treatment. Patients and relatives considered that health-care staff possessed superior knowledge at the time of acute illness, and most were confident that appropriate care was being given even though (or perhaps because) they may not have understood all that was going on.
Many patients described the significance of their long relationship with a trusted hospital or clinician and particularly valued being recognized and treated as an individual. Relatives also valued relationships with staff and were only comfortable leaving patients when they were confident in the standard of care provided.
Many patients and relatives described variability between and within different hospitals but few reported speaking up about care when they were concerned. Rather patients and relatives reported that they hoped they could avoid certain hospitals or wards in the future with some reporting that they had spoken up during subsequent admissions to request this. Whilst this could reflect discomfort when challenging staff, it may also reflect a lack of confidence that speaking up would lead to resolution of concerns. One relative lost trust following an unsatisfactory response from staff to concerns about her brother's treatment, and she subsequently removed him from hospital and presented him for readmission elsewhere.
Patients and relatives who trusted that staff were monitoring for changes in condition rarely described being vigilant for signs of acute illness. However, when concerns were unresolved, patients and relatives lost confidence and avoided future contact with some hospitals or wards.
Culture and system of health care
The underlying culture and system of health care was an important influencing factor on patients and relatives speaking up, and data to illustrate this are presented in Table 5 . Table 4 Data to illustrate 'confidence and trust' 'I didn't realise he was as sick as what he was, and um … when they took him in the isolation, um … I was thinking and wondering what was going on, because they were sort of like, there was someone there looking after him, they were bringing X-ray machines in, um … and I thought, I didn't … I thought, oh perhaps, you know, they're just keeping a good eye on him, basically, which I wasn't worried about. But then I got a phone call to say that he'd been taken into intensive care, um … and that did worry me a bit, you know, because obviously someone's got to be extremely unwell'. Relative of Patient 7 'I felt really safe and… it was nice to know that people understood what was actually wrong with me, and if I needed different treatment I was there and it would have happened.' Patient 12 'They've become quite familiar with her, so they will say, "Oh yes, I remember," and then that becomes really nice because at least the nurse that really knew my mum will still go out of her way to make sure she's comfortable.' Relative of Patient A number of patients and relatives reported that staff appeared too busy to talk. This reduced opportunities when patients could raise concerns or report new symptoms and contrasts with two patients who were reassured when they felt that staff were available should they need them.
The impression that staff were overburdened may reduce the likelihood that patients and relatives will speak up about changes in symptoms unless they are certain that this is a sign of significant deterioration. This may be because of a desire to reduce the burden on staff but also could be because of concerns about the response from staff. One patient felt that his care was adversely affected following calls for assistance whilst others thought that care was compromised because of a lack of resources, despite the best efforts of staff.
Patients and relatives reported that the lack of resources meant services needed to focus on acutely ill patients and accepted that once they were recovering they became less of a priority. This caused difficulties for some as less time was spent planning for discharge or discussing strategies that could help with the on-going management of chronic illness.
Early detection of future episodes of acute illness and the need for rapid access to health services was a concern for many patients and relatives. Most described how they had spoken up about their deteriorating condition at home when they had first become concerned that they were unwell. The response from health-care staff was used to validate concerns and also to provide reassurance that they were using services appropriately. However, some patients described difficulties in accessing health care when the seriousness of their condition was not recognized by health-care staff or when systems designed to expedite access were ineffective.
Patients and relatives described a health-care system that has limited resources and where their own needs must be balanced with those of others. This underlying culture was reflected in their desire to use services as advised, but meant that at times they accepted that their own health needs were not fully met.
Discussion
Delay in the identification of acute illness in hospital is a safety problem that may be amenable to intervention by patients and relatives. This exploration of patients' and relatives' experiences has identified a number of factors that influenced their ability to speak up about deterioration. Many patients and relatives were unaware of the severity of their acute illness, and patients were often unable to take a more active role due to their clinical condition whilst relatives were not always present at the bedside. This reflects Rier's account of his own acute illness, where the severity of his illness led to his taking an unexpectedly (to him) passive role in his care. 41 Most patients and relatives trusted health-care staff when they were acutely unwell and had confidence in staffs' expertise. It has been reported that most acute care patients believe they should be able to trust they are receiving competent care, rather than taking a leadership role in their safety 42 and our study supports this finding.
One patient described monitoring aspects of her clinical condition in hospital, and others were vigilant for objective threats to their safety such as medication errors. This suggests that some patients are comfortable with this role and there may be potential to develop this further. However, it has been reported that practitioners may subtly inhibit the active participation of patients in treatment decisions 43 and that the reluctance of nurses to share information makes it more difficult for patients to be fully involved in their care. 44 This practice was also reported in our study and may be a significant barrier to increased involvement. Our ethnographic study found that staff prioritize the objective markers of acute illness included in EWS over tacit signs, 34 and patients and relatives similarly reported that their subjective experience of their own health was sometimes disregarded.
Some patients and relatives perceived healthcare staff to be overburdened and may be reluctant to speak up to health-care staff, both because they did not want to interrupt busy staff, but also because of concerns that their care would be adversely affected. This supports findings from other studies of acute patients 44, 45 and suggests that strategies aimed at encouraging patients and relatives to speak up will need to overcome any reluctance and address issues regarding provider response.
Some patients and relatives recognized the importance of developing new knowledge and skills to enable them to manage their condition at home, but this was perceived to be a low priority for hospital staff who focused on acute care. Also mechanisms designed to improve access were sometimes unreliable. Our findings suggest that a lack of information about symptoms and problems accessing services may con-tribute to the severity of future exacerbations of illness. Relatives valued good communication from staff to keep them informed but also because many had a key role in ensuring the safety of patients after discharge. This aspect of their role was sometimes marginalized, with little consideration of the difficulties that they may face at home at times.
Practical implications
Peat et al. 46 have developed a framework for evaluating safety strategies and highlighted the importance of examining how an intervention is intended to work. The findings from our study suggest that in this health-care setting, many patients and relatives would be unlikely to speak up about acute illness in hospital and that safety strategies reliant on intervention by patients and relatives need to take account of the barriers identified.
Many patients were unaware of the severity of their clinical condition or were unsure of the significance of symptoms. It is unlikely that such patients and relatives would be comfortable to bypass known, trusted staff by self-referring to critical care teams, and an alternative approach that encourages staff to genuinely engage with patients and relatives may be more successful at detecting acute illness. It has been reported that patients are more likely to ask questions if encouraged to do so by staff, 9 and our findings suggest that patients and relatives will be more likely to volunteer their concerns if staff actively seek their views. Inclusion of 'patients and relatives concerns' as a parameter in EWS could promote this dialogue and would allow measurement of the frequency of the occurrence of such concerns.
When patients and relatives did raise concerns, they did not always receive a satisfactory response from staff. Further study is warranted to examine the behaviour of health-care staff in response to patients' and relatives' raising concerns and the impact of organizational culture on this.
This research indicates how pathways of acute illness influence the ability of patients to speak up about changes in clinical condition. The focus of current strategies is to view deterioration as a discrete acute event but these accounts from patients and relatives suggest that for some patients acute illness occurs as an exacerbation of underlying disease. For such patients, strategies that promote earlier intervention at home as well as in hospital could help to reduce harm from deterioration. The period of recovery following an acute illness may also provide an opportunity to educate patients with chronic conditions about signs of potential complications and strategies that promote successful self-management at home.
Limitations
We acknowledge a number of limitations to this small-scale, exploratory, qualitative study. More women than men took part despite similar numbers being approached, and the sample did not fully reflect the ethnic diversity of the local population. Recruitment was limited to two medical wards and all patients had a chronic illnesspatients from other specialities or with different medical and surgical conditions may report different experiences. All participants had survived their acute illness, and findings from relatives of patients who died may be different.
All participants in the study spoke English, and consideration should be given to the experiences of patients and relatives from different cultural and language backgrounds. This is particularly important when developing safety strategies that aim to promote patients' and relatives' speaking up. Findings may also not be applicable to health-care settings outside of the UK NHS, and similar studies could be carried out with both similar and different patient groups elsewhere.
Lastly this study is based on the memories of patients who had suffered an acute illness and their relatives. We aimed to interview participants 1-2 months after discharge but some interviews were delayed due to readmissions and there was also a delay between the onset of acute illness and discharge. Recall of events may have been affected by this delay and by on-going health problems. Furthermore we were not able to check the final analysis with participants and thus missed the opportunity to search for further negative evidence. This study reflects the authors' interpretations of the meanings that patients and relatives retrospectively gave to their experiences rather than utilizing contemporaneous accounts.
Conclusion
This study indicates that strategies aimed at encouraging patients and relatives to speak up about their safety need to consider the complexity of acute illness and the specific challenges faced by those with chronic health conditions. Examination of patients' and relatives' experiences suggests that intervention by health-care staff is needed to help overcome barriers to involvement and that staff should actively encourage patients and relatives to speak up about their concerns. Safety strategies that emphasize that patients' and relatives' involvement will be welcomed may ultimately prove most safe and effective.
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